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SUMVARY

0 Representing UCPA today | is Jeff Gunderson of Janesville, W sconsin. M.

Gunderson, a fornmer ten-year, resident of a Medicaid funded nursing home who today
lives in a HUD subsidized apartment with a full-tinme attendant, is testifying on
behal f of thousands of persons |ike hinself who neet the Medicaid ICF/ MR eligibility
criteria for "related condition" to nental retardation and continue to reside in
restrictive settings which are not cost effective in the use of either human or

financial resources.

0o Based on his personal experiences and those of UCPA affiliates over the past

twenty years, we offer the followi ng recomendations for reshaping Medicaid financial
policy to prompte conmunity, integrated services: 1) Redefine the ICF/ MR as a program
for persons with devel opnmental disabilities to provide fanmily and comunity residentia

services and conprehensive, long term personalized support services; 2) Establish as
the goals of the program increased individual independence, productivity, and
community integration as defined in the Devel opmental Disabilities Act of 1984; 3)

Provi de an assurance that all individuals with mental retardation or a "rel ated
condition" are eligible for such long term personalized support services including, at
a mninmum a) an assessnent of functional needs for eligibility;b) the convening of an
interdisciplinary team to prepare a conprehensive individualized plan of services
leading to the above stated outcones; c¢) the assignment of a case manager who is
i ndependent of the provider system and d) the person's freedom to choose service
model s and providers with procedural safeguards; and 4) Provide the states greater
flexibility to met individual needs by: reducing buredensome process/paper regul a-
tions; increasing the accountability of states and providers for having trained,
competent staff; assuring that individuals benefit from services by achieving neasured
i ncreases in functional independence, productivity, and conmunity integration; allow ng
the states to provide a full array of services simlar to the Hone and Conmunity Care
Wai ver including individualized famly support services and supported enpl oynent; and

increasing the federal reinbursenent by 5% for small comrunity living arrangenents and
conprehensive support services and reducing the federal reinbursenent by 5% for any

congregate care and institutional services.
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| NTRODUCT! ON

Thank you M. Chairman for the opportunity to speak with you today
about Medicaid funds for long-termcare for persons with devel opnenta
di sabilities.

My nanme is Jeff Gunderson. | live in Janesville, Wsconsin. | am
testifying today on behalf of myself and United Cerebral Palsy
Associations, Inc. UCPA is a national network of 220 private, nonprofit
agencies in 45 states. W are |linked by a comnmon objective—providing
appropriate services to and advocating for the needs of persons with
cerebral palsy and other individuals with simlar severe disabilities

You have had the opportunity this morning to listen to nationa
experts in the field of devel opmental disabilities, federal officials,
and state and | ocal adm nistrators of human service programs. You have

heard a great deal about costs, spending trends, and statistics. |

am one of those statistics—an individual whose |life was affected by

the

so called "institutional bias" of Medicaid.
Today | want to do two things. First, | want to share with you ny
experience and the experience of two other individuals with
devel opnental disabilities and second, | want to give you sonme

reconmendati ons for changes in Medicaid policy. REAL LI FE EXAMPLES

None of the three of us are nentally retarded. Our disabilities
result in substantial functional limtations in several areas of nmjor
life activity such as mobility, self-care, and economc self-
sufficiency. We neet the test of eligibility for "related conditions”
under Title XIX for provision of services in the |ICF/ MR program

Despite being eligible for services in this program the majority of

states have ignored the needs of people |like us unless we also have

a diagnosis of nmental retardation.



Let nme tell you about Jack. He was born with cerebral palsy. Wen
he was four years of age, his parents were unable to cope with his
needs. At the recomendation of their famly physician, they placed
Jack in a state institution. Although of above average intelligence
Jack remained in the large state facility for 21 years. As part of a so-
called "deinstitutionalization" nmandate resulting from a court
decree, Jack was placed in a nursing hone where he has resided for the
past 10 years. Jack is 35 years old. His co-residents average over 70
years of age. Jack moves about in an electric wheelchair and
comuni cates with staff with a portable voice activated computer. The
conmputer was purchased by staff as a result of their own private
contributions. It was not paid for by the "system'. There are no
pl anned activities, and most of Jack's time is spent followi ng the
staff around the facility.

Jack is not sick! He is not in need of nursing or medical care
which are the prinmary services provided by the nursing honme. The only
reason Jack lives in a large internediate skilled nursing facility
subsi di zed by Medicaid is that the personal attendant services he needs
are not paid for under Title XIX in his comunity. Jack told staff at
the UCP of Detroit, "I want a way out". Unfortunately, Jack nust
continue to reside in a restrictive and inappropriate setting for at
|l east three nore years before an accessible apartnment and persona

support services may be available. | don't believe this is an

effective or efficient use of our financial or our human resources.

Let ne tell you also about Karen. She has cerebral palsy and used
to walk with a wal ker, but is now in a wheelchair. Karen went to
school wuntil she was 18, and has lived at home ever since. She is now
37 years old and lives with her parents who are 65 and 67 years ol d.

They cannot continue to |ift their daughter out of bed, to dress her,



|

to put her in their car, and they don't know how nuch |onger they will
live. They have been advised to place her in a nursing home or
institution, but have heard of bad experiences in those facilities. Her
parents, who live in a renpte desert area of California, wote recently
to the UCPA national office seeking an answer in terms of their
daughter's current and future long-term support service needs. No

other options are available to Karen and her famly in their hone

comuni ty |

Let me tell you about Jeff Gunderson. | lived with ny parents
until | was 18, and attended the public schools. Wen ny parents got
di vorced, it was too nuch of a struggle for my nother to keep nme, and |
was placed in a nursing hone. My mother was not offered any support
services as an alternative so that | could remain at hone.

Five years ago yesterday, | moved out of the nursing home into ny
own apartment with full-time attendant support services. And
t hat alnmost didn't happen because many professionals think you have to
go through a "continuuni of places |ike group homes before you can live
in an apartment. How silly. I'm here to tell you that people |like nme
need support services and a decent place to live in the comunity

li ke everyone else. W don't need to go through four to six |less and

less restrictive "facilities" in order to graduate to an apartnent.
In fact, i f UCP of Wsconsin and our Wsconsin Devel opnenta
Disabilities Council had not commtted nmoney to try this approach,
I'd probably still be in the nursing hone.

I don't like thinking about the ten years | spent in the Medicaid
funded nursing hone. It was awful. | felt lost and forgotten. | had
nothing in common with the people | lived with. Most of the
ot her residents were elderly or nentally retarded and physically

handi capped. When people my age in the community are just starting to



have a good
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time, we in institutions are all getting ready for bed. | was
consi dered a behavi or problem because | didn't want to go to bed at
seven o'clock. My punishnment for not conplying was a cold shower—very
pai nful for someone like ne with spastic nmuscles. | lived in a nursing
home even though | am not sick, don't need nursing or nedical services

and don't want to be dependent. Even though |I have some friends back
at the nursing hone, | don't like going back to visit.

Today, | live in an apartment subsidized by HUD funds. My full-tinme
attendant, who provides ne assistance in dressing, bathing, and eating,
is supported by ny SSI and state funds. Until | had a chance to live on
my own, | didn't know what | was m ssing. | had been deprived of conmpn
life experiences so many people take for granted.

This is the first time | have ever been to Washington, D.C.

Yesterday was the first time | ever flew on an airplane. Although I am

nmore than a little nervous, | wanted to cone here today to testify on
behal f of all persons with severe physical disabilities who, 1|ike
nysel f, were deprived and continue to be deprived of the opportunity to
be nore independent. My serious physical disabilities hide from others
ny real capabilities to nmake choices and enjoy |iving. MEDI CAI D

Medicaid is an entitlement program It shares fiscal responsibility
with the states for the "long-termcare"” needs of persons with
devel opnmental disabilities. Mire than 15 years ago, the |ICF/ MR program
was added to ensure that persons |like nme are provided a certain |level of
care that includes active treatnent—ot a |living death!

In 1985, Medicaid spent $14.7 billion for nursing home care, nore

than one-third of total Medicaid spending. |In several states, nursing

home payments account for alnost two-thirds of the state's Medicaid

budget .
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The range of services needed by persons with devel opnental disabili-
ties is as diverse as the population in need. There is a need for a
full array of personal, individualized health, social, habilitation/
rehabilitation, and personal support services over an extended period
of time.

Long-termcare services can be provided in a variety of settings —
at home, in the comunity, and within institutions. Unfortunately, only
one dollar of every four that Medicaid expends on |long-termcare
services for persons with disabilities is spent in a honme or small
conmunity setting.

I live in my own apartnent. Each day of the week, nmy attendant
assists me with bathing, eating, dressing, and getting around our
community. | enjoy my freedom an array of support services made
possi ble by federal and state financing that costs about 25 per cent
I ess on a nonthly basis than what it costs the federal Medicaid program
for custodial care in a nursing hone where you have no sense of personal

worth and dignity. CONCLUSI ONS BASED ON UCPA'S SERVI CE EXPERI ENCES

UCP has been providing community, residential, and support services
in forty states for over twenty years. Based on our experience, the
foll owi ng concl usi ons have been reached:

1) The continuing institutional bias of Medicaid in the
|CF/ MR program fails to respond to individual needs by
rewardi ng states for the use of congregate care, facility
based services for persons with devel opment al
disabilities: young children are denied their right to

grow up in a famly; adults with severe disabilities are

deni ed the freedom of choice as to where they can live.



5)

6)

&

The strict interpretation of HHS that Ilimts the

definition of habilitation services to pre-vocationa

activities deprives thousands of persons  with

devel opnental disabilities the opportunity to become nore

i ndependent, productive, and partially self supporting

tax payers;

Al nost no one with devel opnental disabilities needs to be
in an institution, because for each individual in a
Medi cai d funded large institution, there is an individua
with virtually identical disabilities and levels of
service need now living successfully in a community
setting;

The overall cost of individualized home and community
services is equal to or less than the group cost of
provi di ng conparable services to individuals with simlar

| evel s of need in an institutional setting;

Fam | i es who have struggled and sacrificed to keep their
son or daughter at home are now being penalized for their
efforts. The Home and Community Care Waiver primarily
targets those individuals who have been institutionalized
for new community services and places individuals |iving
at home on the longest waiting list for such services; and
The primary reason persons with devel opnental disabilities
are not able to remain in their natural home or a real

home of their own choice is the failure of Medicaid to

rei mburse for an array of personal support services

except under a limted Home and Community Care Wi ver
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SERVI CE PRI NCI PLES

UCPA believes Medicaid public policy has not kept pace with the
current state of know edge and best practice for effective service
delivery for persons with devel opmental disabilities. Recently, UCP of
I ndi ana adopted the followi ng set of principles to guide future service
pl anni ng and devel opment:

Services nust be available to persons living in their
natural home or a home of their choice. Relocation nust
not be a necessary condition to access services. Services
and funding nust be available and follow persons with
disabilities regardl ess of the setting.

Services nmust be provided based on individual needs, not
related to restrictions of specific funding services. The
provision of services must not be based on the
availability of services.

Service goals nust be directed toward physical and socia
integration in one's own conmmunity. Services nust be
delivered in a manner which uses positive interventions
and pronotes enhanced images and valued social roles of
service recipients.

- Services must wutilize and foster the development of
community generic resources. (Training nmust focus on
acquiring functional, wuseful skills and using comunity
resources.) Services nmust mininze the need for skil
transfer by providing training in the environment in which

the skills are required.



- Servi ces nmust respect personal preferences and desires of
t hose served. Services must maxim ze the autonony and
i ndependence of consumers. Miltiple options/providers
must be available to individual consunmers in each service
cat egory.

- Service recipients must participate in the planning,
operation, and evaluation of services. Services should
maxi m ze the participants self-direction and contro

| eadi ng toward sel f-governance

Service recipients nmust be support ed in a life style and
setting of their choosi ng and typi cal of their peers.
Services must assi st residents in participating in
communi ty activities wi th non- di sabl ed peers. Servi ces
must utilize t he | east restrictive envi ronnment in whi ch

needed supports can be provided.

Priority for services nust be given to persons with nore
severe disabilities who have greater support needs
Services nust be flexible to provide a variety of support
options in varying intensity according to each
i ndi vidual's needs. Residential support services nust be
coordinated with all other service conmponents including,
but not limted to; enploynment, social and transportation

RECOMVENDATI ONS

The well intentioned Medicaid |ong-termcare program for persons
with devel opnental disabilities, begun in 1971, has becone entrenched.
We now have an outmoded, ineffective, inefficient service nodel being

reinforced and expanded with a public policy of federal financing. You

have the power to stop this trend today and bring the Medicaid program



into harnony with all other congressional mandates concerni ng persons



with disabilities such as those articulated in: 1) the Education for
Al'l  Handi capped Children's Act of 1975 (P.L. 94-142); 2) the
Rehabilitation Act of 1973 and current anmendnents now in conference
committee for reauthorization including a major commtment to
empl oyability and integrated, supported enployment rather than
sheltered workshops for persons with severe disabilities; and 3) the
Devel opmental Disabilities Act of 1984 (P.L. 98-527) with a declaration
that all services to persons with devel opmental disabilities should
result in the measurable outcomes of increased independence,
productivity and comrunity integration.

UCPA commends Senators Chafee, Weicker, and Bradley for the
respective pieces of legislation they have introduced to reshape

Medi caid policy in concert with these other |andmark |aws of our

country.
As W Il liam Shakespeare said, we must "suit the action to the
words." We urge you to begin Medicaid financial policy redirection

today by considering the follow ng anmendnents to current Medicaid |aw
t hrough the Budget Reconciliation Act in Conference Conmttee.

1 Redefine the ICF/ MR as a program for persons with devel opnent al
disabilities to provide famly and comunity residentia
services and conprehensive, long term personalized support
servi ces;

2. Establish as the goals of the program increased individua
i ndependence, productivity, and community integration as

defined in the Devel opnental Disabilities Act of 1984;



Provide an assurance that all individuals wth nenta
retardation or a "related condition" are eligible for such |ong
term personal i zed support services including, at a m ni rum
(o} an assessment of functional needs for eligibility;
o] the convening of an interdisciplinary teamto prepare a
conprehensi ve individualized plan of services leading to
t he above stated outcones; o the assi gnment of a case
manager who is independent of
the provider system and o the person's freedom to
choose service nodels and
provi ders with procedural safeguards;
Provide the states greater flexibility to meet individua
needs by:
reduci ng burdensone process/paper regul ations;
increasing the accountability of states and providers for
havi ng trai ned, conpetent staff;
assuring that individuals benefit from services by
achi eving measured increases in functional independence,
productivity, and comunity integration;
allowing the states to provide a full array of services
simlar to the Home and Community Care Wiver including
i ndi vidualized famly support services and supported
enpl oyment ; and
increasing the federal reimbursement by 5% for smal
community living arrangenents and conprehensi ve support
servi ces and reducing the federal reinbursenment by 5% for

any congregate care and institutional services.



Pl ease do not |et another three and one half years go by where
not hi ng has changed and 75% of the Medicaid dollars continue to support
dependence, regression, and segregation. | urge you to act today on
behal f of thousands of people with devel opnental disabilities who want
the opportunity to becone independent and to live, work, and recreate
in the real community. Let us create a policy that assures human

resource devel opnent and does not hold people back fromlife.

Thank you.



